Background: Exploring knowledge about and associated factors of health-related quality of life (HRQOL) among patients with thalassemia is essential in developing more suitable clinical, counseling, and social support programs to improve treatment outcomes of these patients.
Background
Quality of life (QOL) is a broad ranging concept affected in a complex way by the person's physical health, psychological state, level of independence, social relationships, personal beliefs and relationship with the salient features of his\her environment (1) . It is considered an important index of effective treatment. An assessment of QOL differs from other forms of medical assessment in that it focuses on the individuals' own views of their well-being and assesses other aspects of life, giving a more holistic view of wellbeing(2).
Thalassemia does not only affect patients' physical functioning, emotional functioning, social functioning and school functioning (3) (4) (5) (6) (7) (8) (9) but also their ability to find partners, establish family (due to infertility), find a career and obtain social support, so patients with transfusion dependent thalassemia tend to have impaired health-related quality of life (HRQOL)(7).
It is now possible for a thalassemia patient to have a near normal life span with a good HRQOL(10) with the availability of better transfusion regimen, iron chelating therapy, proper management of complications and good supportive care. As a result, attention has shifted to the wellbeing of the patients with thalassemia. HRQOL should now be considered an important index of effective health care in thalassemia.
There is scarcity in published work on evaluation of QOL in thalassemia patients (2, 11, 12) . Research on thalassemia, in general, starts from hard outcome measures that are based on the medical aspect of the disease and on the impact of regular blood transfusion as well as chelating agents' maintenance treatment on the patients QOL, with limited attention to thalassemia individuals' own perspectives and values about their life. Attention to treatment outcomes should no longer be restricted to the reduction and elimination of direct healthconsequences, but should start from a broad perspective, including the improvement of thalassemia patients' physical and mental health, their social functioning and overall wellbeing(13) since QOL of thalassemia patients is a crucial point that needs to be placed in the forefront in their management, and also clients' subjective perspectives on QOL that are seldom heard need to be investigated for their usefulness as a central assessment and outcome measure in the care and support provided for them. Results Table 1 illustrates the physical functioning of the studied thalassemia patients. It was found that 96.4% of the patients never had problems taking a bath alone. As regards walking and doing chores, 80.6% & 82.2% respectively never had problems. As regards activities and exercises 61.6% never had problems. According to the patients, 57.3% never had problems lifting something heavy. On the other hand, 52.7% of the studied thalassemia children never had problems running.
Regarding energy and pain, 45.5% and 44.1% respectively of the patients never had problems. Regarding keeping up with school/ work, 67% of patients never had this problem. Regarding paying attention in class/work, according to patients it was shown that 63.8% of patients never had this problem. Regarding missing school/work to go to hospital, 33% of patients had this problem. As regards to forgetting things, 29.7% of patients sometimes had this problem. In relation to missing school/work due to illness, 26.5% of patients never had this problem. The first three items related to school or work functioning have a cognitive component, while the others are more related to physical aspects. Table 3 demonstrates the overall quality of life and the general health satisfaction of the thalassemic patients. The subjective selfperception of the thalassemia patients for their quality of life was highest at good score with 44.4 % then at very good with 34.4% and least at very poor with 1.8 %. While the self-perception of the thalassemia patients of their general health satisfaction was highest at satisfied with 52% then at very satisfied with 29.7% and least at very dissatisfied with 2.2%. However it was found that the mean (SD) of the Total Score was 78.78 (13.196), the median was 81 with minimum of 25 and maximum was 100; the first quartile (Q1) was 71 and the third quartile (Q3) was 88.
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Discussion
In spite of the fact that thalassemia has been a known disease for decades, the quality of life of the thalassemia patients is a still poorly studied and discovered area and with the great development and discoveries in the management modalities of the patients, their survival is now prolonged, so now the focus has shifted from prolonging life toward trying to give the patient a better QOL. This study examined the relationships of socio-demographic characteristics, disease related data and QOL among adult and adolescent thalassemia patients. It filled a gap in the literature related to adult and adolescent thalassemia patients and QOL. The findings are important for health care systems and providers. There have also been discussions among physicians and health researchers about the importance of patients' perspectives on their own health.
In this cross-sectional singleinstitution study of HRQOL with thalassemia in Dubai Thalassemia Center, the PedsQL 4.0 Generic Core Scale self-report was chosen as the research instrument as it incorporates the dimensions necessary for measuring the HRQOL of 5 different age groups in the population and has been tested for validity and reliability (14-16).
There has not been a previous study to measure the HRQOL of thalassemia patients in adolescent and adult ages in our region. This is the first study to provide evidence that the HRQOL of thalassemia patients is affected by the disease.
The QOL in this study showed that psychosocial health had a lower score than physical health. It is possible that their anxiety or depressive feeling, low selfconfidence and esteem as well as frequent school/work missing or unemployment and suffering from chronically disability condition had a negative impact on patient's perspective. This finding is similar to a previous study done by Ismail The social score in this study was found to be the highest among all the assessed scores. This could be attributed to the fact that the patients adapted relatively well to their disease despite that some had reported an episode of being teased by others and difficulty to do the same things others do. Nevertheless difficulty in recalling episodes of stigmatization, may be due to refusal to declare they are facing a problem or that they refused to be treated differently so they don't inform the surrounding peple about their disease, play a role also in this. 
